Living two lives: Malcolm's story
When I arrived at the Chalfont Centre in September 1969 I was frightened by the place. I did not understand what epilepsy was or why I needed to be there. I was told nothing about it at all. I had been diagnosed with the condition at the age of 14 before being sent to Chalfont. All I knew was the name of what it was that I had: 'epilepsy'. I was also scared because I thought I would be shouted at by the people who ran the place -like I was at home. I was put in Susan Edwards House under the care of a Mr. Ratcliffe, who was a psychologist and a trained charge nurse. He helped me to ease into life there without my parents. Mr. Ratcliffe worked on ways to help ease my 'bad bouts' of epilepsy.
So, what did we do all week at Chalfont? Well, we all had little jobs around the house and the grounds. On Mondays, Mr. Ratcliffe made the boys move all the furniture around the day room. This was to help cut down on boredom and thereby reduce the chances of a fit happening. Mr. Ratcliffe watched us all the time and noted how we went about things. Through these observations he was able to estimate the severity of our problems. We were kept active as this helped to keep us positive and alert, and it would also cut down on fits. When some of the boys did have fits, we watched the nurses who looked after them, and that way we learned what to do and how to care for people properly.
During my time at the centre I learned a few other tricks: like how to tell if someone is only feigning a fit (some people did this for attention). Once, one of the boys was having a fit. The doctor rushed out to see to him. After a few moments he said, 'get him up. He's just playing!'. How did he know this? He told me that it is the eyes that give it away: if you lift up someone's eyelids during a fit, the eyes should not be visible. One of the girls at Chalfont was always feigning fits to get attention from the staffshe was well known for it. Tony was another boy at Chalfont who had big problems with epilepsy -although he never feigned a fit. He had to wear a helmet all the time as he had so many fits his head was really damaged and it never healed itself properly. I used to look after three younger boys while they were bathing and I was taught what to do if they had a fit while they were in the bath.
For a short time during my stay at the Chalfont Centre I worked at the Therapeutic Work Centre (TWC). I was then moved to the main office where I did the job of telephonist. I am a trained telephonist and I later went on to train others to do this job. I was also 'house rep' for a time at Chalfont. This meant that that I had extra help to assist me when I left the centre, because as 'house rep' I'd been working as though I was a member of staff.
When I saw my wife Wendy for the first time she was just arriving at the centre [she has epilepsy too]. I fancied her as soon as I saw her! We soon became close friends. By this time I was getting ready to leave the centre. I had lots of talks with Mr. Ratcliffe and Mrs. Laidlaw about living outside the centre. They suggested that I found a room in London, which I did. That meant I could still see Wendy on a regular basis. Our relationship had by then become serious. I left the centre in 1972 and went to live in Finsbury Park in London. I got a job on the switchboard of the United Services Club. I continued to visit Wendy at the Chalfont Centre regularly and we decided to get married. Our wedding at Chalfont was arranged by Mrs. Laidlaw after she spoke to my Mum and Dad. Mrs. Laidlaw also spoke to me a lot about Wendy's epilepsy, in the hope that this would help us live together once she eventually moved out of Chalfont. Living at the Chalfont Centre taught me so much about epilepsy -much more than I ever could have learned from books or lectures.
Living two lives: Wendy's story
My parents took me to the Chalfont Centre in 1971. I lived there until 1976. While I was there I didn't have to worry about a lot of everyday things -like what would happen if I fell and hurt myself. There was always someone around to help me out if I was hurt. If I were I'd be taken to our little hospital (which we called 'sick bay'). We were given very light work duties while at the Chalfont Centre, in order to stop us from getting too bored. Living at the centre protected me from everyday worries like bills, housework, and so on. We had a meals brought to us and our laundry was done for us too. There was very little choice in food -and it was like hospital food in those days! Life at Chalfont was sometimes difficult. For example, I couldn't even have a bath on my own -I had to have a member of staff there to watch me in case I had a fit. Other residents weren't allowed to sit with you either. The accommodation at the Chalfont Centre was separated into male and female 'houses', with a unisex 'sick bay' in the middle. All the houses were named after famous people like Queen Victoria and Henry Tate. During the holiday season, everyone just had to help out where help was needed. This usually meant doing things like washing up in the pantry where lots of washing up had to be done by hand as the washing up machine wasn't very good.
I left the Chalfont Centre in 1976 to get married to Malcolm. We have now been married for 35 years. We did most of our courting over the phone on a Tuesday night as he was living in London at that time, after having left the centre in 1972. He could only come Seizure 19 (2010) [623] [624] Contents lists available at ScienceDirect Seizure j o u r n a l h o m e p a g e : w w w . e l s e v i e r . c o m / l o c a t e / y s e i z and see me about once a month if I was lucky. When he did manage to be able to come and see me on a Saturday he would take me out into nearby Slough. This was a real treat as at the time I was only earning 50 pence a week.
There was one thing that had changed a great deal while I was at the centre: money. Before I had gone to the centre everyone was still using pounds, shillings and pence. But when I left in 1976 our currency had changed to decimal. It took a while to get used to this new metric system! It also took a while to get used to the people in the outside world. Nobody seemed to understand what epilepsy was. Things have changed a bit since then however. I really didn't know what to expect when I left the Chalfont Centre. However, I didn't expect life to be so different. That is why I called this article 'Living two lives'.
